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Abstract
Objectives

To describe palliative, concurrent, and hospice care in pediatric oncology in the United States (US), we present a
clinical scenario illustrating palliative and hospice care, including eligibility for concurrent care, insurance
coverage and billing, barriers to accessing quality pediatric palliative and hospice care, and implications
for oncology nursing practice.

Data Sources

Peer-reviewed articles, clinical practice guidelines, professional organizations, and expert clinical opinion
examining pediatric oncology, palliative care, and hospice care.

Conclusion

Understanding the goals of palliative and hospice care and the differences between them is important in
providing holistic, goal-directed care.

Implications for Nursing Practice

Oncology nurses play a pivotal role in supporting the goals of pediatric palliative care and hospice care and in
educating patients and their families. Nurses form trusting relationships with pediatric oncology patients and
their families and are in a position to advocate for best palliative care practices as disease progresses to end of
life, including when appropriate concurrent care or hospice.

Key Words
Pediatric oncology, Pediatric palliative care, Pediatric concurrent care, Pediatric hospice, Pediatric oncology
nursing

Introduction
Children, adolescents, and young adults (AYA) living with cancer undergo intense treatment (eg, cellular
therapies, hematopoietic stem cell transplants, radiotherapy, experimental therapies) to achieve cure, which
may have adverse physical and psychosocial symptoms. Despite improvements in cancer treatment and
outcomes, some children will die. In 2020, approximately 16,850 US children younger than age 20 were
diagnosed with cancer, and 1,730 were expected to die.1 Cancer is the leading disease-related cause of death in
children.2 Therefore, pediatric patients with cancer require not only expert oncology care but also care from
clinicians skilled in pain and symptom management, communication, existential suffering, distress, and end of
life (EOL) care. The subspecialty of palliative care has evolved to meet these needs by encompassing both
a philosophy and delivery of compassionate care that prioritize quality of life, function, and spiritual and
personal growth while minimizing suffering. Pediatric palliative care (PPC), which has developed as a
subspecialty over the past several decades,3, 4, 5 focuses on pediatric patients, and their families, who are
experiencing life-limiting, chronic, or complex conditions. Although the terms are sometimes confused,
“palliative care” and “hospice care” are not synonymous; however, hospice care is a component of palliative
care.6 Hospice care focuses more specifically on providing holistic, interdisciplinary care to pediatric patients
nearing the end of life.7

Oncology nurses have been instrumental in providing holistic support to patients and families and conducting
quality-of-life research,8 long before palliative care became a subspecialty. Likewise, pediatric oncology nurses
form trusting relationships with patients and their families and are in a position to advocate for best palliative
care practices as the disease progression leads to EOL-focused care, including hospice, or when appropriate,
concurrent care. Nurses play a pivotal role in supporting the goals of PPC and in educating patients and their
families.
This article provides an overview of palliative, hospice, and concurrent care within the context of childhood
cancer. For the sake of simplicity, we will use the expressions “children” and “childhood cancer” in a broad sense
to encompass both children and adolescents. Implications for practice, education, and research are identified to
demonstrate not only how far we have come but also the critical need for ongoing work in this field.

Pediatric Palliative Care
The World Health Organization (WHO) defines PPC as “an approach that enhances the quality of life of patients
and their families facing life-threatening illness and is appropriate early in the course of the illness in conjunction
with other therapies that are intended to prolong life.”7 The goal of palliative care is to provide an additional
layer of holistic support for the patient, the family, and other caregivers through an interdisciplinary team who
works alongside the disease-focused team (eg, oncology service). Ideally, palliative care should be incorporated
early in the disease trajectory9 and be flexibly prioritized depending on where the patient is along the continuum
from active treatment to survivorship or end of life (see Fig.).

FIG. Palliative and hospice care continuum in children with cancer.98
Pediatric oncology clinicians and other stakeholders have published standards for psychosocial care, which
recommend palliative care as a standard of care for children and adolescents with cancer.10 When woven into
routine pediatric oncology care, PPC enhances the assessment and management of complex symptoms and
communication with patients and families. Such communication includes routine elicitation and clarification of
goals of care, which are incorporated into shared decision-making and advance care planning (ACP).11
Palliative care can be viewed as both a philosophy, that is, an approach to care, and as an interdisciplinary team
of individuals who specialize in the care of children with serious and complex illness. Palliative care as a
philosophy should be embraced by all health care professionals caring for children with serious and complex
illness, aiming to optimize the quality of life of the patient and family. This approach is referred to as “primary
palliative care,” and in pediatric oncology, should include, at a minimum, eliciting goals of care from patients and
families, documenting goals in the medical record, and providing care accordingly. Clinicians who specialize in
palliative care have more advanced education, training, and practical experience that allows them to provide or

direct palliative care in complex situations. Such care is often referred to as “specialty” or “secondary” palliative
care.12
Despite the highly endorsed recommendations that all children with cancer receive palliative care, only 75%
of children's hospitals have PPC programs, which care for children with cancer.11 The majority of palliative care
provided to pediatric oncology patients is through their multidisciplinary oncology teams in the form of primary
palliative care, whereas subspecialty palliative care is reserved for patients with refractory symptoms, complex
psychosocial concerns, or challenging communication issues.13 Unfortunately, such services are often provided
in the inpatient environment with limited outpatient and home-based services available.14 With increased use of
PPC in outpatient settings, care delivery is evolving to include frameworks such as “floating clinics,” embedded
PPC specialists, protocolized triggers for consultation or support, and routine use of telehealth14 during palliative
or hospice care.
In pediatric oncology, specialty PPC can either be embedded within the oncology program or freestanding;
consult-based or trigger-based; and delivered by a solo provider or the full interdisciplinary team.15 Considerable
variation exists among programs in terms of team structure, range of services, and sources of funding.16 Building
off a successful model of palliative care integration into adult oncology programs, Kaye et al17 proposed a holistic
model, which leverages the role of an embedded pediatric palliative oncology expert into the pediatric oncology
team. As part of the team, this embedded expert can identify opportunities and facilitate the provision of
palliative care at all stages, to more patients, and across all settings of care such as inpatient, outpatient, and
home. Such a model is believed to enhance both the quality and efficiency of care.
Brock et al15 provided preliminary results of such a program at a large academic hospital in the southeastern
United States. After initiation of this program, patients who were introduced to palliative care services earlier in
their illness trajectory were less likely to die in the hospital and able to spend more time at home at the end of
life, resulting in fewer days spent in the hospital. This program did not result in decreased enrollment in phase
1/2 clinical trials, and participants’ overall survival time did not decrease. This demonstrates the feasibility of
implementing such a model and suggests positive outcomes. More research is needed to examine this model
and others at sites of different sizes with an emphasis on measuring patient- and family-reported outcomes.
A growing body of evidence demonstrates benefits for patients and families who receive palliative care. Adult
studies have documented the benefits of initiating palliative care at the time of diagnosis.18 In addition, several
recent systematic reviews reported the impact of specialty PPC.19,20 Patients who received specialty PPC
experienced improved quality of life and symptom management. They also received fewer procedures
(diagnostic and monitoring), earlier and more EOL discussions, fewer resuscitation events, and decreased rates
of admission and death in the intensive care unit (ICU). Similarly, Vern-Gross et al21 reported pediatric patients
enrolled in a palliative care service experienced more hospice use, earlier implementation of do-not-resuscitate
(DNR) orders, and fewer hospital deaths. For AYAs followed by a palliative care team, earlier do-not-resuscitate
orders were more common, and death in the intensive care unit or on a ventilator were less common.22 Parents
have also benefited from palliative care services reporting improved quality of life, reduction in their
psychological distress,23 feeling better prepared for EOL care,24 and receiving anticipatory guidance during
the bereavement period.25 Unfortunately, PPC is still often initiated too late in many situations, such as
immediately prior to death. These delays in initiation of PPC result in lost opportunities for improved care and
quality of life throughout the disease trajectory.26 Results of these studies underscore the importance of early
initiation of palliative care and frequent assessment of goals of care and care preferences through goal-directed
communication in response to the changing clinical situation of the child and family.

Pediatric Palliative Care in Practice
Throughout the cancer trajectory, pediatric oncology nurses provide developmentally appropriate care to
patients. When patients do not understand their disease or treatment and side effects, nurses provide
education in a language that facilitates learning. Similarly, pediatric oncology nurses have opportunities to
introduce the philosophy of palliative care at diagnosis, using developmentally appropriate language, and to
help their patients and families build an understanding of the PPC resources and support available as disease
progresses.

Quality of Life

Fundamental goals of palliative care include a focus on symptoms and quality of life. Mitigating suffering at any
point throughout the disease continuum is the core of palliative care. The time of diagnosis of a new pediatric
oncology patient is characterized by fear, uncertainty, and loss, followed in rapid succession by the side effects
of chemotherapy or other cancer-directed therapies. Such side effects include nausea, vomiting, anorexia,
other gastrointestinal complaints, pain, and depression. See Table 1 for symptoms that are commonly managed
in the context of PPC. Studies of patients and parents highlight their expectation that quality of life should be a
high priority from the beginning, emphasizing the need for early palliative care involvement.27 At the other end
of the disease continuum, suffering may be greatest for patients at the end of life, compromising quality of life.
When palliative care is actively engaged throughout the illness trajectory, patients and families are better
prepared for future events, participate more in advance care planning, and suffering is reduced.24,28
Table 1. Common Symptoms Managed in Pediatric Palliative Care.
Neurological
Delirium
Agitation
Restlessness
Insomnia/Somnolence
Anxiety
Confusion
Dysphagia
Clonus
Seizures
Depression
Respiratory
Oral secretions
Cough
Dyspnea
Fluid overload
Cardiovascular
Fluid overload
Genitourinary
Incontinence
Gastrointestinal
Nausea/Vomiting
Constipation
Anorexia/cachexia
Diarrhea
Ascites

Obstruction
Incontinence
Integumentary
Pruritus
Skin breakdown/wounds
Temperature changes
General
Pain
Fatigue
Fever
Infections

Communication and Decision-Making

A core tenet of PPC within oncology is the facilitation of patient and family-centered communication. Improved
communication is reported by families who receive PPC.29 Quality communication and the need for decisionmaking support occur at different time points throughout the illness experience but are of particular importance
at the cessation of cancer-directed treatment when considering salvage chemotherapy, experimental therapies
(phase 1 clinical trials), and palliative chemotherapy or radiation therapy. Within pediatric oncology, Sisk et
al30 have described eight unique purposes of communication: “(1) building relationships, (2) exchanging
information (3) enabling self-management (4), making decisions (5) managing uncertainty (6) responding to
emotions (7) providing validation (8) and supporting hope.” When considering these purposes, it is clear that
developing effective lines and styles of communication among clinicians, patients, and families are essential.31
Parents value open dialogue and desire to be fully informed about their child's situation and care. Further, they
want to be involved in a continuous dialogue with the care team where they can express their opinions, share
their experiences, and safely express their fears and potential limitations as a care partner. These discussions
should be carried out respectfully, using language that is comprehensible to the family, avoiding unnecessary
medicalized jargon, and using interpreters where appropriate.32 If bad news is to be delivered or discussed,
families prefer a member of the team who is familiar with them to participate.32, 33, 34 For these difficult
conversations, health care providers must be thoughtful and sensitive in how they deliver information and in
their choice of language. See Table 2 for communication guidance throughout the disease trajectory.
Table 2. Empathic Communication Throughout the Illness Trajectory.
Suggested Phrases
At time of diagnosis:
“What did the team share with you today?”
“Given what you've heard from the team, what
makes you most hopeful?” “What worries you
the most?”
“I can see this is not what you expected to
hear” or “I can see this is difficult news to
hear.”
“It is so clear how much you love her.”
Silence
When curative treatments are no longer
available:

Rationale
Explore what the family heard and understands; allows for
any clarification.
Allows for a better understanding of what the family's hopes
and worries are; further clarifies the family's perception of
the information.
Naming the family's emotion can help to develop trust and a
relationship with the family.
Providing respect statements to the family shows empathy.
Allows time for the family to process the information shared
and allow space for their emotions.

“I wish there were therapies available to treat
the cancer.”
“I worry that doing more treatments will not
allow him to stay out of the hospital like he's
wanting.”
“I wonder if you've thought about what would
happen if he doesn't get better?”
“Given what you've heard today, I wonder if
you could share with me what are you hoping
for?” “What else are you hoping for?”
At end of life:
“I wish there was something we could do to
change this. I'm going to continue to monitor
him to make sure he is comfortable; would you
like to hold him as he is dying?”
“I can't even begin to imagine how difficult this
is. Is there something we can do to be helpful
right now?”
Phrases to avoid:
“Withdraw care” – we never stop caring for
our patients.
“There's nothing more we can do.”
“I understand how you feel.”

Align with the family's hopes and says “no” without saying
“no.”
Provides a level of concern without certainty to help align
with the family's hopes.
A way of entering difficult conversations or to explore if a
family has considered an option beyond cure.
Allows for a better understanding of what the family's hopes
are, begins to identify the family's goals of care and what is
important to them if cure is not possible.
Helpful when the family is struggling to not initiate
resuscitative efforts; allows the family to know the condition
cannot be reversed, that the child is actively dying and
provides them with an active plan of “doing something.”
Provides the family comfort in knowing they are not alone.
Phrases to use instead:
Redirection of care
“We will focus on those interventions which provide comfort
and maximizes his quality of life.”
“I can see how difficult this is for you.”

Clinician concerns about the potential effects of communicating prognostic information have been described in
the literature.35, 36, 37 Yet when queried, parents report wanting accurate prognostic information using numeric
values.38 They do not want to hear nonspecific words, such as, “infrequent,” “uncommon,” “moderate,” or
“reduced,” which may have different meanings for different people. Even if the prognosis is poor and considered
upsetting, parents describe wanting reliable and accurate prognostic information, which helps them maintain
hope39 and supports their ability to trust the health care team.40

Unique Needs of Adolescents and Young Adults

In providing palliative care to AYAs, their unique stage of development,41 decision-making, and communication
needs must be taken into consideration. Many adolescents prefer to be involved in treatment decisionmaking,42, 43, 44, 45, 46, 47 but even for those who do not, they still prefer to be informed about their care.42,47
Although many clinicians have previously excluded adolescents from ACP discussions, research has documented
the benefits of involving adolescents in ACP.48, 49, 50 Lyon et al51 developed and tested a three-session
intervention, which engaged adolescents and their designated surrogates in the process of ACP. Results
demonstrated that not only was it possible to have these conversations but also that discussing EOL situations
reduced fear and anxiety instead of causing it. In addition, the ACP process was reported to be worthwhile by
patients and surrogates, who described improved understanding of the adolescent's EOL wishes and treatment
preferences. Adolescents who participate in ACP are more likely to receive early palliative care.51 “Voicing My
CHOiCES” and “My Wishes” are pediatric specific guides, available online, and can be used to facilitate these
difficult discussions.52, 53, 54 “Five Wishes” is an adult advance care planning guide, which is also available online.52

Clinical Vignette
Diagnosis and Introduction of Palliative Care

At 14 years of age, Ryan received his cancer diagnosis. At presentation, he described pressure and fullness in his
lower abdomen, constipation, and frequent urination with urgency. When standard constipation therapy did not
alleviate symptoms, his pediatrician ordered a computed tomography scan, which showed a large pelvic mass
with paraspinal involvement. A surgical biopsy was performed, and pathology confirmed a diagnosis of Ewing
sarcoma. Metastatic workup showed multiple, bilateral pulmonary nodules.
The oncology team spent considerable time with Ryan and his family ensuring they understood Ryan's diagnosis,
prognosis, and the treatments required to treat his disease. They also spoke to Ryan and his family about
including palliative care as part of his treatment and introduced them to the PPC team. The oncology team
explained that the PPC team would be an adjunct to Ryan's treatment team, focusing on pain management,
symptom control, and quality of life. As the PPC team included a psychologist and child life specialist, they were
also prepared to address psychosocial distress as well as important developmental considerations. Ryan then
embarked on a 9-month course of standard treatment with systemic chemotherapy, surgery, and radiation
therapy. The PPC team was actively involved in his care throughout treatment. Important life events and
milestones were considered when planning for admissions for inpatient chemotherapy. When his clinical
condition allowed, alterations were made in therapy schedules so he could participate in events such as middle
school graduation.

Relapse and Continuation of Palliative Care

During routine scan surveillance at 12 months after the end of his therapy, Ryan was noted to have relapsed
disease with new masses found in his pelvis and lungs. Intensively timed chemotherapy was reinitiated with
good response. Surgery was performed to remove the remaining pulmonary nodules, and chemotherapy
finished after 1 year. Ryan was now 16 years old. The PPC team continued to be actively involved throughout
Ryan's relapse therapy, ensuring his quality of life remained central to his treatment.

Hospice and Concurrent Care
Hospice

The National Hospice and Palliative Care Organization (NHPCO) has defined hospice care as care provided to the
patient with a terminal illness with less than 6 months to live.55 This care includes an interdisciplinary
team approach to EOL care. Curative therapies are no longer the goal of care for patients seeking hospice, rather
comfort-focused goals including symptom management and relief from psychosocial and spiritual suffering are
emphasized.55 The American Academy of Pediatrics (AAP)9 also emphasizes that EOL care should be aimed at
relieving suffering, improving quality of life, and facilitating decision-making. The theme of quality of life and
principles of palliative care are echoed throughout both organizations’ definitions and standards of hospice care.

Concurrent Care

In 2010, the Patient Protection and Affordable Care Act (Section 2302) in the United States made provisions for
those younger than 21 years of age with Medicaid or Children's Health Insurance Program (CHIP) within the last
6 months of life to continue to receive disease-directed therapies along with hospice care. Such an approach to
care is referred to as “concurrent care.”56 The goal of concurrent care is to provide the full interdisciplinary,
holistic team approach that hospice and palliative care afford, while allowing patients to receive diseasedirected therapies. This approach provides patients and families with a means of hope, balancing treatment with
quality of life.57 Concurrent care aims to reduce physical, psychological, and spiritual suffering; all of which are
important aspects of both palliative and hospice care.

Pediatric patients receiving hospice and concurrent care must also have their developmental needs addressed.
The use of Child Life Specialists as part of the interdisciplinary team is an important aspect in pediatric hospice
and concurrent care. Recognizing and incorporating this into EOL care for children allows care to be more
tailored to the patient and the family.58

Hospice and Concurrent Care in Practice

Patients with advanced cancer and their families often face the relatively mutually exclusive priorities of
pursuing more cancer-directed therapy while also wishing to prioritize quality of life. Parents may cite several
reasons to continue cancer-directed therapies despite advanced cancer. Such reasons include continued hope
for cure, prolonging life, relief of symptom burden, and fear of foregoing chemotherapy even when cure is not
an option.59, 60, 61 Hope is commonly expressed by children and families in pediatric oncology and is often linked
to an expectation of a favorable prognosis or cure.59,62,63 The object of a patient or family's hope can change over
the course of an illness and remain even at the end of life.64, 65, 66 Two categories of hope, future-oriented hope
and present-oriented hope, have been described in parents of children with cancer. Future-oriented hope
involves hope for a cure and treatment success, hope for a miracle, and hope for more quality time with the
child. Present-oriented hope involves hope for each day and each moment and a hope for no pain and
suffering.61 Parents often recognize their hope for a cure may differ from their expectations of what is likely to
occur and are able to hold both hope for a cure and a hope for their child's well-being and minimal
suffering.59,61,63 Directly asking about this with a question such as “What are you hoping for today?” can be
useful.67 Understanding what is being hoped for by the family and nurturing hope rather than simply judging
whether a hope is realistic can be an empathetic approach.68
The availability of concurrent care may ease parental concern for choosing between their hope for cure in
continued therapy and hope for their child's minimal suffering and improved EOL care.57 With care coordination
between the child's pediatric specialists and hospice team, the patient can continue to pursue curative-based
therapies while receiving home-based hospice support to address distressing symptoms and building rapport
with the patient and family before end of life. Should the cancer not respond to therapy and symptoms worsen,
hospice services are already in place and can more easily transition to EOL care. Concurrent care allows for the
greatest level of care and health of the child while minimizing suffering from physical, emotional, psychological,
and spiritual distress. In addition, it delivers emotional support to parents to avoid them making difficult
decisions to forgo further therapies for their child, while ensuring the child's symptoms and quality of life are
addressed.57
One of the greatest benefits of hospice is the ability to provide symptom management and emotional support to
patients and families in their home. This allows patients to be with their loved ones in the surroundings they are
most comfortable while ensuring their symptoms are well-controlled, which allows them to better participate in
activities they enjoy. When considering hospice enrollment, one must ensure that the goals of hospice align with
the patient’s and family's goals of care. Some families may wish to seek hospitalization if it is considered
necessary for the child, while others may state it is of great importance for them to remain at home and to avoid
hospitalization, even if this results in a shortened life for the child. If a family prefers to seek inpatient
admissions for most symptom management needs, the patient and family will fail to receive the full benefits of
hospice care. In these situations, it may be appropriate for the patient to continue to receive curative
treatments and symptom management with palliative care without enrolling in hospice care until the patient's
condition worsens. Although concurrent care allows for the family to continue to pursue curative-based
therapies, it is important to ensure the family's goals of care align with the hospice care plan.
When establishing the patient’s and family's goals of care, each patient and family should be approached with
curiosity to truly understand what is important for the dying child and family. When English is not the primary

language, an interpreter should be engaged to ensure that the patient and family understand their options and
have the opportunity to discuss questions and process emotions. Language barriers that interfere with
understanding have been demonstrated to contribute to parental sadness and distress long after their child's
death.69 Understanding family structure and the role of each family member can help guide EOL conversations.
The nurse should inquire about cultural values and spiritual beliefs that may influence EOL decisions,
preferences for care, and meaning-making activities or rituals that are important prior to death. Whenever
possible, families should be encouraged to participate in healing practices or rituals that promote meaning at
end of life (eg, special cloths, herbs, prayers, chants, traditional healers, lighting candles, pouring holy water on
bed, placing patient on the ground instead of in a bed, or using traditional healers). Finally, the child and family
should be asked about the preferred location for the child's death because this can vary among different
cultures and religions. For example, in the Chinese culture, some believe death in the home is bad luck, whereas
others believe one's soul will be lost if a person dies in the hospital.70
Some families wish to remain home with hospice services, others may wish to be admitted to a freestanding
hospice facility, and yet others may wish to be admitted to the hospital for their EOL care.29 The availability of a
freestanding hospice facility varies by geographic location and may not be available in many areas. A home
death allows the child to remain in familiar surroundings, maintains a sense of normalcy, promotes autonomy
and privacy, and allows for a greater sense of control.29 Yet, patients and families cite many reasons for not
wishing to receive EOL care at home. Reasons include concern for the lasting impact on siblings, memory of the
child's death occurring in the family home, concern for being alone when the child dies, or fear of being unable
to effectively manage the child's symptoms to keep them comfortable.29,71
Some children find comfort in returning to the unit where their cancer care was provided, surrounded by the
nurses and medical team who they know and trust. If the hospital is the preferred site of death, the child can
continue to receive home-based hospice services to manage their symptoms with the plan to be admitted to the
hospital as the child begins to transition to end of life. However, if the child dies before being transferred,
hospice is available to provide support to the family and postmortem care to the child. Patients and families may
initially feel they wish to transfer to the hospital for EOL care because they are not yet familiar with their
hospice team but may change their minds when the time approaches. Similar to introducing palliative care
services early in the patient's diagnosis, enrolling a patient into hospice when he or she becomes eligible allows
time for the family and child to develop a relationship and trust with their hospice team.
Providing family-centered care that is culturally sensitive is integral to hospice and concurrent care because
services are provided to not only the child but also the family, addressing the needs of the child-family unit
together. 56,70,72 Caring for the family extends beyond the child's death and includes bereavement services for
families. In addition, legacy-building activities that include both the child and family can provide emotional
comfort for the family following the child's death. Such legacy-building activities may include journals or
drawings done by the child or handprints and footprints of the child for the family to keep.58 Nurses can play an
active role in encouraging legacy-building activities and should collaborate with other members of the health
care team including Child Life, Social Work, and/or Psychology to ensure that such activities are offered to
children and their families.
Bereavement care is part of the continuum of palliative care. The needs of the family do not end when the child
dies73, 74, 75 Providing support to families might include follow-up telephone calls from team members, support
groups, counseling, or arranging an annual Day of Remembrance.76

Insurance Regulations, Billing, and Medication Coverage

“Concurrent Care for Children” mandates that all US state Medicaid plans finance both curative and hospice
services to children younger than 21 years of age.77 To be eligible for concurrent care, a physician or advanced

practice registered nurse must certify that the patient is within the last 6 months of life. Concurrent care for
children is not available to those who are privately insured or those without insurance. In addition, concurrent
care does not include children receiving EOL care in an acute care/inpatient setting but is rather community- or
hospice-based.57 Despite concurrent care being enacted more than a decade ago, its implementation into state
Medicaid plans occurred from 2010 to 2017 with significant variability in how it was implemented from state to
state.56,77, 78, 79 Furthermore, it remains common for pediatric specialists and hospice clinicians to be unaware of
concurrent hospice care.56 This provides an opportunity for oncology nurses to become knowledgeable about
their state regulations and share their knowledge with patients, families, and other members of the health care
team.
With concurrent care, a hospice provider is not responsible for the cost of “life-prolonging treatments,
medications prescribed by non-hospice providers/subspecialists, or any aspect of the patient's medical care plan
that is focused on treating, modifying, or curing a medical condition (even if that medical condition is also the
hospice-qualifying diagnosis).”80 The hospice physician is responsible for identifying the hospice-related and unrelated diagnoses as well as indications for current medications. Hospice is responsible for covering any
medications needed to manage symptoms related to the hospice diagnosis and plan of care, such as
analgesics, antiemetics, anxiolytics, and anticonstipation agents.78,80 Life-prolonging therapies and hospice
services are billed and reimbursed separately to allow for concurrent services.80
In the United States, all children with a life expectancy of 6 months or less may enroll in hospice to receive
family-centered care to assist with symptom management, psychosocial care, respite, and bereavement
support, regardless of eligibility for concurrent care. Occasionally, private insurances will allow for some
curative-based therapies to coexist with hospice. It is important for the hospice agency to verify what therapies
the patient's insurance will cover in addition to hospice services. The hospice program is responsible for
providing and billing the insurance provider for those medications aimed at managing symptoms such as
analgesics, antiemetics, anxiolytics, and anticonstipation agents. Given the general uncertainty that remains
with hospice services and availability of concurrent care, it is important for pediatric specialists and hospice
agencies to collaborate and work with families to ensure appropriate services are available to the patient to
avoid any issues with the patient's payor source.

Clinical Vignette Continued
Ryan's Second Relapse: Introduction of Hospice and Concurrent Care

Eight months after Ryan completed his relapse therapy, he was admitted for lower back pain and numbness and
weakness in his lower extremities. Once admitted, he confided to the resident physician providing care to him
that he had noted weakness and “clumsiness” for several weeks and feared relapse but did not want to worry
his parents. He hid his symptoms from his parents. He also began to have difficulty urinating and completely
emptying his bladder and experienced constipation. Again, he chose not to tell his parents of these symptoms
out of concern for their feelings. He did not want to cause them worry or stress.
Recognizing the distress Ryan was feeling, the nurse caring for him asked the Child Life Specialist to provide Ryan
with additional emotional and social support. The resident shared Ryan's new symptoms with the primary
oncologist. A computed tomography scan was ordered, which revealed widespread metastatic disease in his
abdomen and lungs. A follow up positron emission tomography scan showed multiple bones were also now
involved. The oncologist shared this information with Ryan and his family with the PPC team present. The
oncologist explained that given the presence of widespread relapsed disease, there were no options for curative
therapy. Life expectancy was felt to be less than 6 months. Ryan and his family were devastated.

Palliative chemotherapy, phase 1 therapy, and hospice care were discussed as potential therapeutic approaches.
The family was adamant that hospice was “out of the question” because they “were not giving up” and decided
that Ryan would enroll in a phase 1 trial that involved a new oral agent that would be taken twice daily. The PPC
team recognized that Ryan had Medicaid as a payor source and discussed that Ryan was eligible for concurrent
care. The PPC and oncology team explained that concurrent care allows Ryan to continue to receive diseasedirected therapies, like the phase 1 agent, while also getting the benefits associated with hospice care. The
family and Ryan liked this idea because neither were ready to “just give up,” yet they admitted the services
offered by hospice including pain management, counseling, chaplaincy, and spiritual care were important to
them and allowed them to keep Ryan home as much as possible. The family felt that concurrent care allowed
them to focus on Ryan's quality of life while maintaining hope that continued therapy would offer Ryan more
time and maybe even a miracle.

Disease and Symptom Progression

Five months after Ryan was enrolled in the phase 1 trial, he experienced significant progression of disease.
During those 5 months, he enjoyed many periods of good pain control that allowed him to go on his “Make a
Wish” trip and to travel to attend an out-of-state family reunion. He had a wonderful time with aunts, uncles,
cousins, parents, and siblings. His girlfriend of 2 years was also part of the trip. He even learned to drive a truck
on the pastures at his uncle's farm.
On his return from this trip, the pain increased, and his bowel and bladder symptoms and lower extremity
weakness returned. Scans showed significant progression of disease. He was taken out of the phase 1 trial, and
he and his family together decided to remain on hospice care and not pursue additional disease-directed
treatments. They were guided in this decision-making process by their primary oncology team and the PPC
team. They felt comfortable with their decision and expressed relief that Ryan would remain in the care of
clinicians who had cared for him from the beginning. Two weeks after stopping phase 1 therapy, Ryan died
peacefully at home surrounded by his family. His family later remarked that the support they received
throughout his care from both oncology and the PPC team had been instrumental in providing them with the
confidence and peace they needed at this difficult time. They appreciated the bereavement follow-up the PPC
team offered to them, their other children, and even Ryan's girlfriend.

Barriers to Accessing Pediatric Palliative and Hospice Care
Although the number of palliative care programs in children's hospitals in the United States has risen
considerably over the past 20 years, barriers continue to limit access and expansion of PPC and hospice services.
Dahlberg et al81 identified an insufficient number of programs and late referrals as the two most prominent
factors impeding access to palliative care in the United States. Most PPC programs require a referral from the
primary team, in this case, the primary oncology team, for patients to access palliative care services. The
primary oncologist, therefore, serves as a gatekeeper and may be unwilling to consult the palliative care team or
a palliative care provider embedded within their program. To initiate referrals, pediatric oncologists must have
an awareness of the benefits of palliative care and a willingness to discuss it with their patients and
families.82 Although perceptions are changing, many providers still equate palliative care with hospice or EOL
care, seeing it as an approach distinct from curative therapy and not recognizing the value of the extra layer of
services that palliative care can provide. Unfortunately, when palliative care is introduced late in the illness
trajectory, it reinforces to patients, parents, and other members of the health care team that palliative care is
reserved for patients with poor prognoses.
Another major barrier limiting the expansion of palliative care services is the lack of financial support. Despite an
Institute of Medicine12 report from almost 20 years ago encouraging both private and public insurance plans to
support and reimburse services provided as part of comprehensive models of palliative care,

billing reimbursement remains limited. Further, benefits provided by state Medicaid and Children's Health
Insurance Program and state-mandates for private insurance plans vary by region, making it difficult for families
and health care clinicians alike to know what services are available to them.82 Thus, limited financial support
restricts program development and the services that can be offered.
Most pediatric patients with cancer (52%) in the United States are covered by private, employer-sponsored
health plans.83 These private health insurance plans are the least regulated and tend to cover the least amount
of palliative services. Although inpatient palliative care services are generally covered,12,82 outpatient
services are covered on a limited basis. Typically, home health care services including nursing visits are included,
but the number of visits may be capped.
Several barriers exist to children receiving hospice. First, an underestimation or even denial of the child's
prognosis can delay access to hospice care. Also, a lack of understanding of the availability or utility of
concurrent care can also delay hospice referral when appropriate. Only 10% of dying children in the United
States receive hospice care, primarily through adult hospice organizations.84
A significant obstacle in obtaining quality pediatric hospice care is access to services.85 Hospices generally
provide coverage to a particular area and often designate coverage by county. However, many counties across
the United States might lack adequate hospice coverage, particularly for children.86,87 In 2015, the National
Hospice and Palliative Care Organization reported that 78% of US hospices service pediatric patients, but less
than 20% of the hospice programs offer formal pediatric hospice services with staff trained in pediatrics. These
hospices report serving between 1 to 30 pediatric hospice patients per year.84,88
An additional barrier to providing care includes lack of adequately trained personnel. Kaye et al84 surveyed
hospice nurses from three Southern states (N = 551) and found that more than 85% of respondents cared for
pediatric patients infrequently (ie, several times a year, every couple of years, or never), and 77% reported a lack
of formal training or resources in providing care to children in hospice. With limited exposure to pediatric
patients and little training, hospice nurses reported a knowledge deficit in understanding pediatric pain and
symptom management and how to address goals of care or EOL discussions with children and their families.84 In
addition to lack of knowledge and training, due to the low number of pediatric hospice patients serviced,
agencies may not always have pediatric equipment and supplies available.86 Therefore, due to inexperience and
discomfort in caring for children along with an inability to provide appropriately sized equipment and supplies,
hospices often decline services to infants and young children. Obtaining quality, age-appropriate, and
developmentally appropriate hospice care for children and families can be challenging. Pediatric oncology
nurses can extend their expertise in pediatric oncology care to hospice providers to help support and guide them
in their care of children with cancer while in hospice.

Implications for Practice, Education, and Research

Nurses are well-positioned to advocate for the early integration of palliative care into the care of pediatric
oncology patients. Such an approach, whether administered by the primary oncology team or in collaboration
with specialty palliative care services, ensures that quality of life remains central and that goals of care are
established and revisited throughout the illness trajectory. As educators, nurses can work with patients and
families to correct any myths or misperceptions about both palliative and hospice care, explaining how both can
complement the care they are already receiving by their primary oncology team. When a child with cancer
enters a more terminal phase, nurses can help parents understand the concept of concurrent care and explain
the potential benefits of this approach. Finally, nurses can embrace palliative care principles and embed them
into their own practice.

When considering palliative care, nurses must work with interdisciplinary team members to assess and identify
the unique cultural, religious, and spiritual needs of patients and families. Non-Western cultures such as
indigenous or Eastern-oriented may have different expectations for communication, truth telling,
comanagement, and other interactions. Therefore, individualizing care and determining how to best
communicate with patients and their families is critical.89
To feel confident as an advocate for both palliative care and hospice care, nurses will require additional
education and training. Recognizing this need, in 2016, the American Association of Colleges of Nursing (AACN)
partnered with the End-of-Life Nursing Consortium (ELNEC) to develop competencies and curricula related to
palliative care for undergraduate nursing students.90 In 2019, similar competencies and curricula were
developed for graduate-level nursing students.91 Notably, these competencies have only recently been
integrated into formal nursing education, leaving a large number of practicing nurses without such education.
Fortunately, a number of other opportunities exist for nurses to enhance their knowledge and expertise related
to both palliative care and hospice care. See Table 3 for a list of educational opportunities offered both inperson and online.92
Table 3. Educational Opportunities Relevant to Pediatric Palliative Care
In-Person
Training
Title
Website
Education in
https://www.bioethics.northwestern.edu/programs
Palliative and
/epec/curricula/pediatrics.html
End-of-Life Care
Program (EPEC)

End-of-Life
Nursing
Education
Consortium
Pediatric
Palliative Care
Train-theTrainer (ELNECPPC)
Palliative Care
Leadership
Centers

https://advancingexpertcare.org/elnec

Program in
Palliative Care
Education and
Practice (PCEP)
Pediatric Track

http://www.hms.harvard.edu/pallcare/PCEP/PCEP.h
tm

Online Learning
Title

https://www.capc.org/palliative-care-leadershipcenters/

Website

Description
An annual offering of 23 core and 2
elective topics in pain and
symptom management in pediatric
palliative care taught as a
combination of distance learning
modules and in-person conference
sessions.
Train-the-trainer format pediatric
palliative care in-person curriculum
for nurses.

A national initiative of the Center
to Advance Palliative Care (CAPC)
for yearlong palliative care team
mentoring with in-person visits,
webinars, and virtual office hours.
Weeklong, in-person learning
opportunities for clinician
educators who wish to become
expert in the practice and teaching
of comprehensive pediatric
palliative care.
Description

Association for
Children with
Life-Threatening
or Terminal
Conditions and
Their Families
(ACT)
Professional
Resources
The California
State University
Institute for
Palliative Care
Center to
Advance
Palliative Care
(CAPC)
Certified
Hospice and
Palliative
Pediatric Nurse
Review Course

http://www.togetherforshortlives.org.uk/profession
als/resources

Downloadable symptom control
guidelines, palliative care
commissioning reports, and patient
education pages.

https://csupalliativecare.org/programs/pediatrics/

Curriculum for preparing palliative
care professionals to care for
pediatric-age patients (adult to
pediatric education prep).
Online palliative modules to
include programmatic
development; team education; etc.

Courageous
Parents
Network

https://courageousparentsnetwork.org/

International
Children's
Palliative Care
Network
(ICPCN) ELearning
Programme
National
Hospice and
Palliative Care
Organization
(NHPCO)
Pediatric
Palliative Care
Webinar Series
NHPCO
Concurrent Care
for Children

https://www.elearnicpcn.org/

https://www.capc.org/training/

https://advancingexpertcare.org/ItemDetail?iProduc
tCode=OC615&Category=COURSE&WebsiteKey=b1b
ae5a7-e24a-4d4c-a697-2303ec0b2a8d

Online review course includes nine
modules designed to assist with
preparation for the certification
exam. Topics include lifethreatening conditions in children,
pain and symptom management,
bereavement, professional issues,
and more.
Collection of family-centric
interactive modules thematically
searchable; provider portal
contains meaningful topical
education expertly prepared with
patient- and family-centric focus.
Online courses on pain assessment
and management in children,
childhood development,
communicating with children, and
pediatric grief and bereavement.

http://ppcwebinars.org/

Monthly webinar series to raise the
visibility of pediatric palliative care
and to build clinicians’
competencies and confidence in
providing care to children.

https://www.nhpco.org/wpcontent/uploads/2019/06/CCCR_Toolkit.pdf

Toolkit that includes information
about implementing section 2302
or expanding pediatric palliative
care services.

Implementation
Toolkit
National
Institute of
Nursing
Research,
Palliative Care
for
Children. Palliati
ve Care:
Conversations
Matter™
Palliative Care
Online Journal
Club
Stanford
Palliative Care
Training Portal

https://www.ninr.nih.gov/newsandinformation/con
versationsmatter#.VY6-pUay4nJ

Tools and resources to help
clinicians discuss palliative care
with pediatric patients and their
families.

http://journalclub.pallcare.info/index.php?

Filtered and organized articles on
palliative care for current,
convenient browsing.
Training portal on an array of topics
from opioid conversion, dyspnea,
clinical prognostication, and care
transitions.
Three-course graduate certificate
program that provides the
foundational skills for delivering
integrated, person-centered
palliative care using a team-based
approach.
Disease-specific modules that
integrate palliative care into
pediatric chronic disease (include
sickle cell and muscular dystrophy).
Learning modules with pearls and
pitfall examples to foster medical
professional's comfort in discussing
difficult topics with patients.

http://palliative.stanford.edu/

University of
Washington
Certificate in
Palliative Care

https://www.pce.uw.edu/certificates/palliative-care

Vision of Hope

http://www.bioethicsinstitute.org/research/projects
-2/hope

Vital Talk

http://vitaltalk.org

This table is an adaptation from Table 1 in Allison and Weaver (2019).92

The subspeciality of palliative care has grown exponentially over the past 20 years and continues to evolve.
Great opportunity exists to investigate the benefits and gain greater clarity around which patients gain the most
from these services and how these services are best applied. As more patients are routinely referred to palliative
care, determining what services patients will need on an ongoing basis, who will be available to provide them,
and how this will be influenced by legislation and reimbursement will be critical. More work needs to be done
identifying and defining outcomes unique to palliative care, which can clearly demonstrate the impact of these
services. Additional evidence is needed to guide standards, models of care, and quality improvement projects
aimed at improving the ways in which PPC and hospice care are delivered to patients and families.
As the inclusion of palliative care becomes more common in the care of children with serious or life-threatening
health conditions, the psychosocial experience of nurses caring for these children must be considered. These
psychosocial experiences may intensify when caring for long-term patients that move to hospice or concurrent
care as disease progresses. Nurses caring for patients at end of life often experience compassion fatigue. This
phenomenon might ultimately lead to burnout arising from the physical and emotional toll nurses can
experience in caring for these patients who often have complex physical, emotional, and spiritual needs.

Awareness, recognition, and prevention are key to preventing professional burnout.93 Recognizing this need,
some institutions have established programs including self-care retreats, mindfulness and resiliency workshops,
and on-site Employee Assistance Program counseling programs to encourage and promote well-being and
resiliency among staff.94,95 Self-care activities do not have to be time-consuming and can include just 5 minutes
of stretching, listening to music, drawing, journaling, or walking.96 Nurses are encouraged to practice self-care
and self-compassion, which might allow them to experience personal resiliency and to provide more authentic
compassionate care.97

Conclusion
In summary, PPC has shown to be beneficial to pediatric patients with cancer and their families. Clinicians should
aim to integrate palliative care principles into their practice, and when patients and families have more complex
needs, specialty palliative care providers should be consulted. When pediatric patients with cancer face a
terminal prognosis, stopping disease-directed therapies can be a difficult decision. Many patients and families
are not ready to “give up” and want to pursue additional treatments and experimental therapies.
Pediatric oncology nurses must be knowledgeable about palliative care, so that they can advocate for and
ensure that their patients and families receive holistic, patient- and family-centered, goal-directed care.
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